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Palliative Care in Australia BRIAN POLLARD* With a little hindsight, it can now be seen that palliative care was a development whose time had come. In 1981, when the first palliative care service in Australia was commenced by Dr. Rosalie Shaw at the Repatriation General Hospital in Perth, most medical and nursing professionals had never heard the words "palliative care", and of those who had, few understood its implications.
Improved care of those with terminal illness was the vision of Dr. (later, Dame) Cicely Saunders, who had been in turn a physiotherapist, nurse and doctor. While working in a traditional London hospice, she realised that dying patients were being denied the benefits of the appropriate parts of modern medicine. Until the early 1970s, their negative prognosis was not thought to justify any great expenditure of effort or expense. Their different needs were not perceived by medical schools and hospitals to warrant separate consideration, and it was thought to be distinctly morbid to suggest that they be treated actively as they could not be cured. Benign neglect was the treatment of choice.
Dr. Saunders had difficulty influencing colleagues to accept her ideas, even in the place where she was working. Stimulated by a generous bequest, and convinced of the correctness of her views, she sought and obtained enough support to found and become the first Medical Director of St. Christopher's Hospice in London. She and Mother Teresa of Calcutta have something in common-almost alone, each of these women has influenced world views about aspects of patient care in this century.
Dr. Saunders had realised that the new technological advances of medicine were so exciting that they were becoming ends in themselves, rather than means. The real needs of the dying, like those of any person in crisis, remained as they had always been, while the objectives of medicine had begun to move in other directions. Advances in surgery, radiotherapy and chemotherapy had opened up prospects of cure which had not previously been known, though they still could not be promised for an individual patient, and they often imposed their own burden of added suffering. For many, it was realised too late that in pursuing the goal of unlikely cure, an acceptable quality of remaining life had been irretrievably forfeited. The last days were too often passed in agony, of mind as well as body, instead of in pain-free leave-taking of family and friends.
THE CONTENT OF PALLIATIVE CARE
It is not surprising that, in that context, doctors often misinterpreted Saunders' intentions as being antitherapeutic, thinking she wanted them to stop tormenting some patients at the expense of their chance of cure. Only with difficulty and time did they come to realise that her goals were more substantial and more radical. What she really had in mind were a more realistic evaluation of the chances and costs of possible cure, a greater sharing of all necessary information with sufficient honesty, a greater effort in discerning and respecting the patient's informed preferences, and offering of emotional support to both patient and family, the active involvement of the family in care when this was appropriate, a high priority for physical and mental comfort at every stage of the illness, the provision of care in the location of the patient's preference whenever possible, and finally, quality applied research.
She cautioned that such an agenda could not be met without high standards of performance in every department, that the work could not succeed unless it could gain the intellectual assent of critical and hardheaded professionals, and that soft do-gooders would be worse than useless.
The best-known gain has been in the area of pain control, but it is little realised what a revolution she achieved in bringing this about. She pioneered the use of oral opiates when the conventional wisdom was that they were useless by this route. She stressed the critical differences in the therapeutic challenge presented by the pain of terminal illness compared with other forms of chronic pain. There is a necessity to replace mental anguish with peace of mind, not only for its own sake, but also to facilitate the control of physical pain, the great need to replace anxiety with confidence, and the role of adequate sleep. In short, the textbook chapters on analgesia have had to be rewritten.
It has been said that the control of pain in terminal illness is simple, but not easy. While prescribing is mainly confined to the use of relatively few well-known drugs, success or failure lies in knowing how to maximise their effectiveness, and in the judicious use of non-analgesics and physical methods to control pain and complementary symptoms.
The words "pain" and "suffering" are often bracketed together, but they are separate entities, either able to exist without the other. When present, both must be recognised, and both treated. The relief of pain rests mainly on analgesics, for which texts provide ample guidance, but drugs will fail totally or partially in the presence of suffering or anguish, for which few treatises on pain are helpful. Suffering occurs when a person is aware of a threat, even when it is vaguely perceived, to his well-being or to his life. Pain and suffering co-exist when pain is severe and unremitting, when its cause or meaning are not understood, when its cause is dreaded, when nobody is interested enough, or when the pain is thought to be unbelievable. The treatment for all those states is proper use of analgesics, together with urgent directed communication and support. It is a great mistake not to see severe pain as a medical emergency.
In recent years a good deal of attention has been devoted to doctor/patient communication in virtually every part of medicine. Doctors have been shown to be worse communicators than previously thought. For many patients, inadequate communication may be a nuisance, but for dying persons, it is a tragedy, second only in importance to unrelieved pain. It not only allows suffering to persist, it positively adds to it. It should seriously challenge doctors to be portrayed too often as the causers of suffering, rather than its relievers.
The question of honesty is a problem for some when discussing care of the dying. Decades ago, it was conventional for doctors to lie about terminal illness and its prognosis, and this approach is still expected by people of certain cultures. At least in discussion we now endorse honesty, though it is still not uncommon to find concealment practised, whether from ineptness or conviction, or to spare the patient the added burden of truth. Yet the truth may be used brutally, out of ignorance. Either too little or too much is unwelcome and may have a negative effect, but the drawbacks of honesty are slight compared with those of dishonesty. There should never be dishonesty, but neither should there always be full truth, at least not all at once. Truth has been likened to a drug, to be given in the doses which are needed and able to be absorbed at the time, but no more. This is not paternalism, but a simple recognition that some do not want the truth, while others want it but cannot handle it in bulk. The patient should be in no doubt that his doctor is and will always be honest to the desired degree and will remain committed to his care. This leaves the patient with the initiative to pursue the information which is needed, while protecting the patient who doesn't want full disclosure.
The concept of a "team" is de rigeur in medicine today. Dying persons need a team of caring professionals only to the extent that they need the diverse skills possessed by different experts. There is no justification for more people than required by the patient's condition. At this stage of their illness, most patients find it difficult to relate to multiple carers, so the minimum team which is also often the maximum comprises a competent doctor and a competent nurse, only to be joined by others as necessary. The concept of a team which descends on a dying patient as a matter of course is offensive and counterproductive.
There has been an interesting spin-off from the availability of palliative care services. Their arrival has coincided in time with a decline in respect for doctors in general. The most frequently criticised of doctors' perceived shortcomings have been their obviously different aims ("getting better" vs "feeling better"), poor communication, paternalism and lack of available time to share. The opposites of all these are the building blocks of palliative care. Where, for example, there is a palliative care service in a major hospital, the contrast between its methods and those of conventional medicine is visible to all, patients, family and staff. If medicine is too often thought to lack a human face, palliative care shows how to restore it, at least in theory. Measured by the yardstick of public acceptability, it is a successful addition to other medical services.
RELEVANCE OF PALLIATIVE CARE TO ANAESTHETISTS
Why some of the early palliative care services in Australia were started by anaesthetists, especially in New South Wales and Queensland, is a matter for speculation. Non-anaesthetists had varying views on this. Some of them could see a logical association between this work and pain control in other contexts. Others, accepting the conventional wisdom that anaesthetists chose their particular career in order to avoid prolonged patient contact, were amused at the presumptions of these cloistered "monks" emerging from their cells in the operating theatre suite to share their late conversion to the real world of medicine.
Anaesthesia and Intensive Care, Vol. 21, No. 1, February, 1993 The usual experience of anaesthetists in pain clinics affords limited preparation for what is encountered on a palliative care service, though that is not to say that such a person may not be primed to learn quickly. To a large extent, the usefulness of the methods of the pain clinic is limited to very few of the dying. This is because oral and rectal medications, given round the clock, are already so successful and appropriate, and because pains are usually multiple. Thus, even when a nerve block effectively relieves one pain, the patient must often continue to take medication for the others. The skills of an anaesthetist expert in nerve blocks of various kinds are, however, invaluable for a small range of cancer patients, and so much so that, when they are indicated, they are uniquely beneficial. Knowing when the more dangerous and sometimes more expensive blocks are truly indicated requires considerable judgement.
Palliative medicine has evolved in Australia to become more and more the preserve of physicians. This mirrors developments elsewhere, and the only national training scheme for palliative medicine in Australia is provided by the Royal Australasian College of Physicians. At the start, palliative care needed any doctor with adequate skills, both personal and professional, a readiness to learn and the appropriate attitudes to enable him or her to be effective in this work. While needed personal qualities are unchanged, the professional requirements are increasingly met by a physician's breadth of training and expertise in general medicine.
It is agreed, however, that a doctor with correct attitudes but lesser skills may be more successful than one with the reverse balance. Advertisements for a medical director in a hospital or hospice will now often stipulate preference for a physician, but should not deter an applicant with a different background. No doctor of whatever experience and training could be a fully self-contained resource for all the problems these patients may present, but must remain aware of personal limitations, knowing when to seek help.
Anaesthetists may be of most use to a palliative care practitioner in a support role. While it is possible that fewer anaesthetists will wish to practise palliative care in the future, they will always be needed by those who do. They will be most useful if they understand the many differences between pain due to cancer, and pain not due to cancer. Like every other kind of doctor, they will need to clearly understand the aims and methods of palliative care. They will sometimes need to refer patients to a palliative care service, and they will always need to be effective communicators, since virtually all their patients are in crisis to some degree. Anaesthesia and Intensive Care, Vol. 21, No. I, February, 1993 The knowledge, even when suppressed, that one's life is under threat, adds a dimension to the effects of pain which no therapist can afford to overlook. Such a natural fear may distort any of a patient's attitudes, and if present, nothing else will do but to have it satisfactorily dealt with. Many patients are happy to leave sleeping dogs lie, and would not want to have their fears aroused unnecessarily. But the therapist must not forget the possibility that when this is not the case, when fear really is a factor, it is destructive to fail to deal with it.
DEVELOPMENT
Linking palliative care only with terminal illness and cancer disregards some of its other effective applications. From her earliest days, Saunders included some patients with motor neurone disease in her hospice, for several reasons. She saw that the same therapeutic principles and methods of care were useful for all patient groups with incurable illness, and she considered that the presence of a core group of patients, with whom longer-term relationships could be developed by the staff, would be an emotional counterpoise to the stress of coping with frequent death.
The following definition of palliative care expresses this wider view: "the management and study of patients, and their families, when the prognosis is limited, and where the emphasis of care is on the quality of life' '. Incurable chronic illnesses are common, and each represents a similar spectrum of challenges for doctors who must be inventive in treating such persons. Those difficulties are concentrated and magnified among the dying.
It was interesting for me to see how this wider potential for a palliative care service gradually became apparent to some of the medical staff members of the hospital where I worked. Colleagues saw how patients and families benefited when their emotional turmoil was addressed. This led to requests for intervention whenever emotional trouble, related to the illness, was detected at any stage, sometimes as early as the day of diagnosis. Similarly, pain may occur early, even as a presenting symptom. Gradually, clinicians realised that palliative care could benefit some cancer patients at any stage of the illness. Eventually, every department in the hospital, except dermatology, used the palliative care service in some capacity. To think that such a service is only appropriate at the end of life will deny its benefits to many patients.
THE FUTURE
The most valuable components of palliative care at lOO present are community nurse teams to support families who are caring for a patient at home, services in general hospitals because due to the heavy emphasis nowadays on institutions in health, this is where most dying patients are. Hospices are needed for those who cannot be nursed at home and allied research is essential. Future needs are most evident in better education for nurses, doctors and the community, and in the adequacy and structures of services. Nurses readily embrace this form of care because it offers considerable opportunities for their initiatives and because it is rewarding in human terms, even when demanding. They are repelled by the excess of modern medicine since they have little responsibility for their creation but must cope with the problems they create. Nurses work closely with doctors in palliative care, where a good nurse may be of greater value to the patient and family than a doctor, and they quickly acquire expertise. It is paradoxical that a doctor who may be less capable can limit a nurse's potential if he fails to provide the proper setting, for example, by not controlling pain well.
The challenge for palliative care is to correct the disparity between the results readily achievable by a doctor who knows what to do and does it, and other results which are still too often seen as preventable misery. But some formidable obstacles to rapid progress must be acknowledged. These include the limited experience of the average general practitioner who may see only three or four dying patients per year, the difficulty of imparting knowledge to undergraduates at a time when they are unable to gauge its importance and the undeniable fascination of scientific medicine which promises but does not always deliver success.
These concerns occupy the centre ground in medical education. This education fails to align the goals of medicine with those of the community, despite the fact that doctors have no raison d'etre except to meet the community's health needs. The work is threatening for some persons and the community is ignorant of its right to determine the directions of medical education, though they are at the same time its sole underwriters and beneficiaries. Finally, there is a lack of scrutiny which allows medical educators to avoid having to assume responsibility for the consequences of the ignorance of their students in critical areas.
These unwanted consequences are not limited to therapeutic shortcomings. They extend to the dilemmas now being presented more often by difficult decisionmaking in relation to particular cases of dying people. It can be persuasively argued that, if effective palliative care were universally available, the felt need by some for euthanasia would virtually disappear.
Better community education could make a very effective contribution to outcomes. There is evidence that the community is dissatisfied with some aspects of terminal care, and that if this dissatisfaction could be better directed, it could be powerfully persuasive.
The object of this paper has been to present a brief overall picture of palliative care to this time and an outlook for the years ahead. Though few anaesthetists adopt it as a career, all may contribute to its success by better understanding. In so doing, they will enhance the breadth of their medical horizons, and be in a better position to co-operate effectively as the occasion requires.
